mamepyerd O Sharing Our St

Wel come to the 2017 In6§,htwasisodificuld seven Subnoigsiong s
edition of the Michigan Family Connectionswere chosen instead of just six! Each of the
newsletter. This edition is dedicated to the seven featured authors will receive a $50 gi
families of children and youth with special car d t o say o0t hank
health care_needs across Michigan _who r.\ayjan fortunately,
opened their hearts and shared their stories|| 26 of the stories.
of joy, heartache, courage and challenges.

we di
We wanted to be sure t
share them with you so they are available fo
We would like to thank all of the families  you to read on the MI Family to Family

who took the time to submit their stories to uebsite at the following link:

We received 26 different submissions. It Was . //f2fmichigan.org/familystories/
incredibly hard to choose which stories to

feature in the newsletter.

Thank You For Your Stories!

In addition to the stories featured in this newsletter we would like to recognize and tha
following individuals for submitting their stories.

Stacey L. Matt Jachalke Kellie Carpenti Anne Ryan
reMorgan Burgard Healther Cole Kathryn Prout Amy H.
al Alethea Mshar LaTashia Webb Bob Huisman Christina Gajewski
(ijICherrie Chandler Susan Eidson Jacqueline Dalzell  Debra Bosch

e%risti Meyers Dawn S. AbebaMali Cunningham



https://f2fmichigan.org/family-stories/
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The Courage To GO First by kasey iton

"So, you're the first... " Not exactly the words you However, | realized that it's not just the doctors, nurses
anticipate hearing at an appointment when it comes to and staff paving the way, you are too. Taking the chan
your unborn child, are they? to be the first, or for your child to be the first, will help t¢
pave the way to help those who come after. You're the
reason programs will become better, you're the person
vygo has real feedback that can be heard and

| was 19 weeks pregnant with my first child when we
found out he was diagnosed with Spina Bifida,

myelomeningocele, the most severe type. After listening X )
our options we decided to pursue fetal surgery. After appreciated, you're the reason that people want to co

weeks of tests | was a confirmed candidate. | asked, ..lsto this hospital because you had the courage to trust t

there someone | can talk to who has been through this Jggmto watch over your child.

know what to expect?" And then we heard it... "So, you'rAfter going through fetal surgery, Carter was born at 3
the first." weeks and spent time in the NICU. He was incredibly
ggken care of, watched over, and to top it all off, | had
the chance to teach people on that floor all about my s
How amazing to take what could have been a terrifying
experience, and turn it into something others could lea
from.

There are times where you, or your child, may be the fir

of their kind. It's scary to think that there is no one to

compare or talk to about the things that you are going

though and at times you may feel very alone.

) 1]
| Since our fetal surgery in 2014, Mott has successfully

completed this surgery six more times for other childre
am thankful that we were the first because when | hea
about these new moms learning what | learned about
own child and the surgery that might take place, instea
of them hearing, "So, you're the first," they can hear "
have successfully had seven fetal surgeries."

How amazing is it to be one of those numbers?
B
A -

Finding the Warrior Within vy Latrieva Boston

As | sat with Chloe on my lap and listened to the the doctor had said she
geneticist give the diagnosis of Angelman Syndrome, | Miss Chloe, you would see she has a very strong will a
was numb. She had not gotten all of the 15th chromosasoenetimes it can be difficult to deal with but I believe
from me that she needed, it was my fault she was this without it she would not be where she is today, a 6 yea
way. The doctor listed all the things that my daughter old who loves to run, play with her hamster, and watch
would never be able to do and all my dreams died at Mickey Mouse Clubhouse over and over again.

that moment. | wondt say that | dondt

| was excited to be a mom again, | had all of these thindewer and far between and when she smiles at me,
| wanted to do. To really enjoy motherhood and now thesverything seems right with the world!

were gone. Tears streamed down my face and | gathereg

her up and cried all the way to the car. She was my

beautiful and perfect little girl and | felt like she had

been cursed. I asked Go

thiso6o? || went from numb

but the warrior in me knew | had to fight and push

because if | didndt |

disservice.

So with each accomplishment from holding her cup,
wal king by herself, and




Winter 2017

Learning to Ride The Waves by saravotn

With the birth our second child, a daughter, | have becory
much aware of the synonymic presence and importance
opposites: the ebb and flow that is the keeper of balance
Our journey began with a routine 20 week ultrasound a
the idea proposed of a heart complication. We were

referred to a pediatric cardiologist who specialized in fet;
echocardiograms.

1,

After much anticipation, the cardiologist told us that we
were dealing with a possible Hyglastic (smadlized) Left
Heart (atrium/ventricle) Syndrome. This was very serious. —
box of thin tissues and a thick pamphlet were candidly slicreaturecomfort to lend some ease. | would find my
across the table. To say the least, we left with many husband, the sole breadwinner, laight awake at his
guestions and heavy hearts. computer, trying to create busyness to distract himself./l
@ften prayed for a miscarriage; to be spared her pain

| would be remiss if | said we weren't desperate, deplete _
and suffering, and ours.

and desolate for weeks to come. Our minds and hearts
dealt with the idea of her in vastly different ways, but oneAfter experiencing the first few stages of grief, | knew |
thing was consistent: we both desired and sought to be needed to keep myself busy and distracted so | could
informed. carry her with a loving heart and open mind. Eventually, |

Much of the following weeks and months were filled with Wanted to atleast offer her the chance of birth, to hold

the gathering of information about our special girl througH€" t0 My breast, sing in her tiny newborn ears, and let her
serial echoes, ultrasounds, blood draws and genetic test§fgW earthly love for at least an instant.

help us and her medical team prepare for her arrival. ~~ Somewhere, along the ticking time line before her birth,
Many other congenital anomalies were discovered, but siie resigned. | remember likening our situation to a

no real answers came. Her genetic profiling all came bactsunami. We waited for her, blessed, but flooded with s
perfectly normal. much overwhelming information and speculation about her

There were days where | would lie, swollen with fluttering"°MPlicated anatomy. The moment occurred thereafter
child, and know nothing other than the comfort of strokind"ére we knew to do nothing else but allow the wave t9

the slick black fur of my pup. He would curl close to me, ONSUME US.
solemnly lick the salty tears from my cheek, and confirm Read more of this story at:
that there was at least the blessing of a sympathetic Learning to Ride the Waves

Picturing A Cure / \

by Madison Mast

4 h

\. J

This picture was drawn by 9 year old Madison (right) fo

her sister, Makayl a, or AKKOG, as she calls her. hen
how she would spend $100, she said she would buy a c\re
for her sister, who has Rett Syndrome.



https://f2fmichigan.org/family-voice/learning-to-ride-the-waves/

